The notion that patients could be regarded as consumers was not a new one in Margaret Thatcher\'s Britain, but it was between 1979 and 1990 that the patient-consumer moved from the shadows to centre-stage. Book-ended by publication of the consultative paper, *Patients first* in 1979, and creation of the internal market in 1990, Thatcher\'s term as prime minister marked an era of 'continuous revolution' in health policy.[^1^](#fn001){ref-type="fn"} The technocratic approach to health service delivery characteristic of the 1960s and 1970s was replaced with business methods and market mechanisms as the Thatcher government attempted to 'roll back' the state\'s direct involvement in public services. Within health care, the patient was placed at the figurative centre of this endeavour. Thatcher herself felt that 'there was too little sensitivity to the preferences and convenience of patients' in the health service, resulting in the establishment of a series of measures to put the interests of patients first.[^2^](#fn002){ref-type="fn"} The 1983 Griffiths Management Enquiry proposed the introduction of managers into the National Health Service (NHS) to solicit opinion about services from consumers and 'secure the best possible services *for the patient*' (original emphasis).[^3^](#fn003){ref-type="fn"} The White Paper, *Working for patients*, which proposed the creation of an internal market within the NHS in 1989, aimed to extend patient choice and 'put the needs of patients first'.[^4^](#fn004){ref-type="fn"}

The reforms introduced under Thatcher have been seen as a crucial stage in the NHS\'s transition from what Rudolf Klein described as the 'church' model (characterized by paternalism, planning, need, and universalism), towards the 'garage' model (typified by consumerism, responsiveness, demand, and choice).[^5^](#fn005){ref-type="fn"} It was, however, also a critical moment in the remaking of the relationship between the state and citizen in Britain, as the supposed consensus around universal entitlements to welfare was eroded by the concept of individualistic rights to, and choice of, services. In a number of spheres, including housing, utilities, and health, publicly owned services were either privatized or re-designed, often along market principles.[^6^](#fn006){ref-type="fn"} Citizens were being reconfigured as consumers, a development which moved emphasis away from the duty of the state to provide universal coverage, and towards the rights of individuals to make choices about the services that they used.[^7^](#fn007){ref-type="fn"}

Such a shift can partly be explained by the New Right\'s faith in the market as the most effective and efficient way of delivering services, coupled with Thatcher\'s dislike and distrust of professionals, and the corresponding view that individuals were best placed to decide what was in their own interests.[^8^](#fn008){ref-type="fn"} Yet neo-liberal ideology and the introduction of market mechanisms was by no means the only way of applying consumerism to public services. Away from New Right think-tanks and the theories of health economists such as Alain Enthoven, alternative understandings of the patient as consumer were being produced. Generic patient groups, defined as organizations that aimed to represent all patients regardless of the conditions that they suffered from, or the population group to which they belonged, played a vital role in the making of the patient-consumer. Organizations such as the Patients Association (established in 1962), the Consumers\' Association (1956), the National Consumer Council (1977), the Community Health Councils (1974), and the College of Health (1983), attempted to speak and act for patient as consumers throughout the 1980s and 1990s. By considering the work of such groups, this article demonstrates that the patient-consumer was not conjured into being by the Conservative government alone, but was the product of an interaction between patient groups, the state, the medical profession, and the affluent society.

Three interlinked themes were critical to the process: first, the collection, collation, and dissemination of information to patients; second, the development of patients\' rights; and finally, the promotion of patient choice. Through their activities around information, rights, and choice, patient groups agitated for a greater role for individuals and the wider population in determining health policy and practice. In so doing, they created an identity that was collective as well as individual: patient groups were concerned with patient-consumers, as well as the patient-consumer. Such ideas met with limited success. Although many specific initiatives begun by patient groups, such as reports on the length of waiting lists, telephone advice lines, patients\' charters, and rights guides, were adopted by the government, the broader values underpinning these programmes, encompassing collective as well as individualistic ways of applying consumerism to public services, were not. The tools used in the making of the patient-consumer by patient groups were co-opted by the Thatcher government and used to create a more individualized figure. The presence of such contrasting ideas about the meaning of patient consumerism thus raises broader questions not only about who spoke for the patient-consumer, but also about citizenship and consumption, about shifting relationships between professionals, the state, and citizens, and how people are 'made' in late modern Britain.

I {#sec001}
=

The 'making up' of people, the creation of subjects, objects, and identities, has been a fruitful avenue of historical and theoretical enquiry for many decades. Following Michel Foucault, numerous scholars have demonstrated that particular kinds of subjects were formed by scientific knowledge, expertise and regulation.[^9^](#fn009){ref-type="fn"} As biomedicine proliferated, so too did 'made up people', from the autistic to the obese.[^10^](#fn010){ref-type="fn"} The 'patient' as one party within the medical encounter has inevitably always existed, but there is debate about how this figure was constructed. Before 1950, according to David Armstrong, the medical gaze focused on the lesion, rather than the patient. When the location of disease shifted away from the physical body to the social body, however, what patients had to say became significant: 'illness was being transformed from what was visible to what was heard'.[^11^](#fn011){ref-type="fn"} The renewed importance attached to the patient\'s view allowed for a change in patienthood during the latter half of the twentieth century, placing fresh emphasis on patients\' rights and representation.[^12^](#fn012){ref-type="fn"} Yet for other analysts, particularly those concerned with the era before the dominance of biomedicine, the patient was always an active figure. Roy Porter suggested that the patient was not just the product of the medical gaze, but also an individual with a degree of autonomy and choice.[^13^](#fn013){ref-type="fn"} More recent studies of the patient\'s position in a variety of periods and settings have stressed that recipients of health care were far from being 'passive in the face of whatever was put before them'.[^14^](#fn014){ref-type="fn"} It should not, therefore, be assumed that individual agency disappeared with the development of biomedicine, but nor is it the case that patients were either autonomous individuals or powerless subjects.[^15^](#fn015){ref-type="fn"} Expert forms of knowledge could combine with lay understandings, and individuals were able to adapt categories to their own ends.

Such a practice was not confined to the biomedical world; it can also be observed in the making of the consumer. As Frank Trentmann has argued, the consumer revolutions of the eighteenth and twentieth centuries did not automatically turn people into consumers; 'political synapses' were necessary to configure the consumer. Political traditions and languages came into effect which allowed individuals to connect material experiences with a sense of belonging, interest, and entitlement.[^16^](#fn016){ref-type="fn"} More than one type of actor was involved in this process: as Matthew Hilton and Martin Daunton point out, the consumer interest was defined by an inter-play of political and business interests, varying kinds of expertise, and the activities of consumers themselves.[^17^](#fn017){ref-type="fn"} What it meant to be a consumer also changed over time and place. In the early twentieth century, consumer identity was tied to the development of welfare politics and social citizenship, but by the middle of the century, the 'citizen consumer' and the 'rational consumer' came into being.[^18^](#fn018){ref-type="fn"} During the 1950s, the development of an organized consumer movement concerned with consumers\' rights and comparative testing moved consumption 'beyond things', to consider public, as well as private, goods and services.[^19^](#fn019){ref-type="fn"} By the 1960s, health economists and consumer groups began to use the term 'consumer' in the context of health care and other public services.[^20^](#fn020){ref-type="fn"}

The application of consumerism to public services was not uncontested -- Raymond Williams grumbled about its 'overwhelming extension' to 'such fields as politics, education and health', and Margaret Stacey branded the patient-consumer a 'sociological misconception' -- but the notion of the public service consumer gathered political and practical saliency.[^21^](#fn021){ref-type="fn"} This can be seen in the development of a number of bodies and mechanisms to represent the consumer within public services, such as the establishment of the National Consumer Council (NCC) in 1975, and the creation of the Community Health Councils (CHCs) in 1974. The form of consumerism manifested within the NCC and the CHCs could be seen as being largely synonymous with citizen participation, as part of an attempt to involve citizens more closely in decision making begun by Harold Wilson\'s first government.[^22^](#fn022){ref-type="fn"} The Labour party\'s support for such initiatives was partly a response to challenges posed by the new social movements and the burgeoning voluntary sector, which exposed deficiencies in public services.[^23^](#fn023){ref-type="fn"} Individuals diagnosed with specific diseases, particularly those suffering from conditions which they believed to be inadequately addressed by existing services, began to form groups to campaign for improvements.[^24^](#fn024){ref-type="fn"} Although public satisfaction with the NHS remained high throughout the 1960s and 1970s, a number of scandals, surrounding specific treatments such as the prescription of thalidomide to pregnant women, and more general systems of care, principally for the elderly and mentally ill, drew attention to the fallibility of the health service and those who worked within it.[^25^](#fn025){ref-type="fn"} This period also witnessed a broader assault on professional power, as medical sociologists and others questioned paternalistic assumptions and practices.[^26^](#fn026){ref-type="fn"} A space for the autonomous patient-consumer appeared to be opening up, but the meaning, purpose, and nature of this figure was still up for debate when Thatcher came to power in 1979.

II {#sec002}
==

A key factor in the making of the patient-consumer was the collection and dissemination of information to patients. Patient groups spent a large portion of their time and resources providing different kinds of information in various forms, involving both the diffusion of existing information and the creation of new knowledge. Much attention was devoted towards explaining to patients what services were available under the NHS and how they could be accessed. A plethora of patients\' guides to the NHS were published during the 1980s and 1990s, often framed around the notion of patients\' rights, a theme discussed in more detail below.[^27^](#fn027){ref-type="fn"} Practical advice was also provided by patient groups for dealing with specific illnesses and maintaining good health. The Consumers\' Association (CA) published an extensive range of guides to common conditions such as heart disease, cancer, stress, allergies, backache, and mental illness which explained the nature of each disease, its causes, treatment, prognosis and prevention.[^28^](#fn028){ref-type="fn"} Health-related topics also appeared in the pages of the CA\'s magazine, *Which?*. Articles offered advice to subscribers with specific conditions, such as the September 1983 feature 'Baldness in men -- is there an answer?' as well as guidance on healthy living, such as the potential dangers of consuming alcohol.[^29^](#fn029){ref-type="fn"} Health education and health promotion were also key features of the College of Health\'s (CoH) journal, *Self Health* (later *Which? Way to Health*) which considered, amongst other issues, the merits of wholemeal bread, cycling, and yoga.[^30^](#fn030){ref-type="fn"}

In addition, patient groups communicated information to individuals through non-text based media. A key outlet was the CoH\'s telephone information service, Healthline, established in 1984. Healthline was a free service, providing callers with access to a collection of over 200 pre-recorded tapes on a wide selection of topics including heartburn, nervous breakdown, and the menopause. The switchboard received more than 7,000 calls in its first five months.[^31^](#fn031){ref-type="fn"} The College felt that the service was particularly valuable in providing information on conditions that callers may have felt uncomfortable discussing with their doctors, such as HIV/AIDS. Indeed, this was a contention supported by the Department of Health and Social Security (DHSS), which gave the CoH a grant in 1985 to support their AIDS telephone information service.[^32^](#fn032){ref-type="fn"}

Healthline, and the various guides produced by the CA and other groups, clearly played an important role in providing patients with information about medical conditions and how to seek help for their treatment. Such work combined health education and health promotion. As CoH\'s founder and long-time consumer activist, Michael Young, noted in a report on Healthline, 'For health, information is of the essence. It is essential for prevention and it is essential for treatment.'[^33^](#fn033){ref-type="fn"} Information also, however, held a wider significance for many patient groups: the provision of information was intended to empower patients. One of the CoH\'s main aims was 'to give people the information they need to approach the health services as active partners in health care not as passive patients'.[^34^](#fn034){ref-type="fn"} For other organizations too, informing patients was a way of changing doctor--patient relationships for the better. Katharine Whitehorn, chair of the Patients Association (PA), suggested in her Foreword to *A patient\'s guide to the National Health Service* that 'Doctors occasionally act as if patients getting hold of The Knowledge would threaten them almost as much as an apprentice getting hold of the sorcerer\'s spell book; but I think it\'s the other way round. Informed patients can actually be a huge help to the medical profession.'[^35^](#fn035){ref-type="fn"} For the NCC, the provision of information would allow patients to get the best from the health service. The chair of the NCC, Michael Shanks, pointed out that each family paid £18 per week in 1983 towards the cost of the NHS but 'too many of us behave as if we are being given charity -- there is a tendency towards passive acceptance of health services. This is not the way for patients to get the highest quality of service.'[^36^](#fn036){ref-type="fn"} Informed patients, it was suggested, would be better at extracting maximum utility from the NHS, like the idealized consumer.

To strengthen the position of this patient-consumer, patient groups went beyond providing information that drew on existing sources and began to create new kinds of knowledge about health and the health service. For the groups most closely tied to the consumer movement, like the CA and the CoH, this meant subjecting goods and services to comparative testing. Throughout the 1980s and 1990s, *Which?* reported the results of comparative analysis of health-related services such as opticians, private medical insurance, and allergy testing, and products including denture cleaners and fixatives, painkillers, and condoms.[^37^](#fn037){ref-type="fn"} Results of the condom test were simultaneously published in *Self Health* in September 1987, at the height of concern about the transmission of HIV/AIDS, and revealed that several brands of condoms contained small holes.[^38^](#fn038){ref-type="fn"} The critical appraisal of products by consumer groups, as Matthew Hilton has noted, was central to the development of a kind of 'super-shopper', an efficient, rational, scientific, and discriminating individual able to decide what to consume on the basis of objective information.[^39^](#fn039){ref-type="fn"}

Elements of this approach were clearly present in the testing of health services and products, but a broader figure than the 'super-patient' was being envisaged by the CA and other organizations. The CA, the CoH, and many of the 207 locally based CHCs, surveyed patients\' views of services and attempted to identify where services were failing, establish how these could be improved, and consider how inequalities in service provision could be addressed. The survey was a key tool for the CHCs in particular; some of whose surveys identified a need for new facilities.[^40^](#fn040){ref-type="fn"} A study conducted by Central Birmingham CHC in 1979, for example, pointed to the need for an interpreter at several city hospitals to enable staff to communicate with Asian patients.[^41^](#fn041){ref-type="fn"} Surveys could also point to failings in existing services: Tameside CHC reviewed local psychiatric facilities and concluded that although the shift towards outpatient provision was justified, better co-operation between services and more resources were required.[^42^](#fn042){ref-type="fn"} Furthermore, CHC surveys highlighted the significance of wider issues in health care provision. South Gwent CHC, for example, conducted a survey in 1984 that examined the effect of socio-economic conditions on the health of people living in a housing estate on the outskirts of Newport.[^43^](#fn043){ref-type="fn"}

Finding out what patients thought of services became more common during the 1980s, particularly following the 1983 Griffiths enquiry into management in the NHS and the introduction of general management to the health service. One of the chief responsibilities of newly installed managers was to assess consumers\' views of services and to adjust services accordingly.[^44^](#fn044){ref-type="fn"} The most common way of achieving these aims was through patient satisfaction surveys.[^45^](#fn045){ref-type="fn"} For groups like the CoH, however, patient satisfaction surveys did not go far enough. Critical of what it regarded as a 'tick box' approach to determining levels of patient satisfaction, the College developed what it saw as a more comprehensive approach, called consumer audit, towards the end of the 1980s.[^46^](#fn046){ref-type="fn"} Paralleling the increasingly common medical or clinical audit, a process by which clinicians examined each other\'s work and practices, and also Social Audit, an independent organization with links to the consumer movement, consumer audit involved in-depth interviews with patients and staff at all levels.[^47^](#fn047){ref-type="fn"} The CoH asserted that 'The whole purpose of consumer audit is to make the processes of health care more responsive to the rightful expectations of the user.'[^48^](#fn048){ref-type="fn"} Funded initially by the Nuffield Provincial Hospital Trust and the King\'s Fund, the College was contracted by numerous hospitals to audit services, suggesting that NHS managers also saw the value of the CoH\'s approach.[^49^](#fn049){ref-type="fn"}

Managers were less welcoming, however, of another type of information gleaned by the CoH: data on the length of hospital waiting-lists. Based on returns made by District Health Authorities to the DHSS, the CoH published its first *Guide to hospital waiting lists* in 1984.[^50^](#fn050){ref-type="fn"} The *Guide* found that there were more than 700,000 people waiting for admission to hospital. Moreover, the DHSS\'s objective that urgent cases should wait no longer than a month for admission, and non-urgent cases no more than a year, was not being met. In 1984, 30,000 urgent cases had been waiting longer than a month, and 205,000 non-urgent cases had waited for longer than a year.[^51^](#fn051){ref-type="fn"} Subsequent guides also highlighted the fact that there was considerable regional variation in waiting times, and that patients could get treated faster if they 'shopped around': 'We hope that by publishing this Guide we can help patients and their GPs make effective use of the NHS by seeking treatment in another health district if they find an excessively long waiting list.'[^52^](#fn052){ref-type="fn"} But the College did not just want to help individual patients to get treated faster; they wanted to use regional variation in waiting times to make a broader point about inequality within the NHS. The 1989 *Guide* asserted that 'From the start ... our concern has been that people should be treated with greater equity. As things are it still seems to be almost a matter of geographical accident whether patients find themselves on a long waiting list or a short one.' 'Fairness', the *Guide* continued, 'is the basic principle of the NHS. It could and should be extended.'[^53^](#fn053){ref-type="fn"}

The CoH\'s interest in issues of equity suggested that it saw the patient-consumer both as an individual and as part of a wider community of health service users. The College of Health and other groups, especially the CA, cultivated a view of the patient-consumer as a rational, informed, health-conscious individual. Information was a way of empowering patients and transforming the doctor--patient relationship. Moreover, this figure was not just a 'super-patient', but also a self-governing subject of the new public health, concerned with maintaining a 'healthy' lifestyle.[^54^](#fn054){ref-type="fn"} At the same time, groups like the CoH believed that information should do more than create healthy super-patients: information was a way of putting pressure on the government and health service managers to improve the quality and equality of services. This was a broader view of the role of information and also of the nature of the patient-consumer than that being proposed by the Thatcher government. The tools developed by patient groups to collect and disseminate information, such as patient surveys and advice lines, were taken on by the government, but put to rather different uses. The information gathered empowered managers, not patients, to make decisions. Few attempts were made to pass more information on to patients themselves; rather, it was left to managers to act as 'proxy consumers', making choices on the behalf of patients. By contrast, patient groups wanted consumers themselves to use information to make better choices about their own care, but at the same time information was also vital to their aim to improve care for all. Information helped to produce patient-consumers, as well as the patient-consumer.

III {#sec003}
===

Individual and collective views of the patient-consumer, and the tensions between these two approaches, were also evident in the development of patients\' rights by patient groups. The idea that patients were in possession of certain rights was not a new one -- in the 1960s, the PA had campaigned for the right of patients to consent to participate in medical experiments and to being examined by medical students -- but during the 1980s and early 1990s, the rights discourse appeared to proliferate.[^55^](#fn055){ref-type="fn"} Patient organizations drew on the language of rights to put forward claims in areas such as access to health care, consent to treatment, complaining. and access to medical records. These claims were set out in numerous patients\' rights guides and charters published by patient groups in the 1980s. Documents outlining patients\' rights were produced by the NCC, the CA, the PA, the CoH, and the umbrella body for the CHCs, the Association for Community Health Councils in England and Wales (ACHCEW). Guides such as the NCC\'s *Patients\' rights*, published in 1983, set out patients\' rights with respect to areas including access to services and information, consent, representation, and complaining.[^56^](#fn056){ref-type="fn"} Other texts, like *A patient\'s guide to the National Health Service*, which was produced jointly by the CA and the PA also in 1983, detailed patients\' rights alongside information about how to access specific types of service, such as dentistry, optometry, mental health, and maternity services.[^57^](#fn057){ref-type="fn"}

The employment of the language of rights by patients\' guides was clearly intended to strengthen the patient\'s position. Like information, rights would help empower the individual. As the Foreword to *A patient\'s guide* asserted 'if we knew what our rights were; if we knew how to complain, and to whom; if we knew what could be expected of our doctors and nurses and what should not be expected of them; then, I believe, a good deal of trouble would be controllable'.[^58^](#fn058){ref-type="fn"} Similarly, the NCC\'s *Patients\' rights* contended that 'patients will get the best from the health service only when they know what is reasonable to expect of it, what their rights and responsibilities are and when they have the confidence and skill to exercise them'.[^59^](#fn059){ref-type="fn"} Yet, despite the apparent power of the language of rights expressed by patient groups, there was considerable uncertainty about the status of such rights, about their legal standing, and whether such rights should apply to individuals, or to the whole population. The NCC stated that 'It is difficult to say precisely what health care patients are entitled to expect of the National Health Service (NHS). There are clues, but most of them are open to different interpretations, and circumstances greatly affect cases.'[^60^](#fn060){ref-type="fn"} This was partly because, as the CA observed in its guide to consumers\' rights across a range of different services, that"There is no comprehensive list of rights which you can consult, nor is there any specific area of law that deals with them. Your rights are scattered among hundreds, perhaps thousands, of Acts of Parliament and secondary pieces of legislation ... Sometimes your rights are not written down at all. They may exist because of custom and tradition, or merely because there is nothing saying that they are absent.[^61^](#fn061){ref-type="fn"}"

Indeed, the legal status of many rights claimed for patients was highly questionable. Only three rights had any basis in law: these were the right to consent; the right to complain and the right to access medical records. The right to consent emerged through case law, and although there was no single law requiring individuals to give consent to medical treatment, by the late 1980s, it was generally accepted that informed consent was required, particularly for surgery.[^62^](#fn062){ref-type="fn"} The right to complain was brought in through the Hospital Complaints Procedure Act (1985) which made it compulsory for health authorities in England and Wales and health boards in Scotland to establish a complaints procedure and to draw this procedure to the attention of patients.[^63^](#fn063){ref-type="fn"} The right to access medical records was introduced through two pieces of legislation -- the Data Protection Act (1984) and the Access to Health Records Act (1990) -- which gave patients the right to see their own computerized and paper medical records.[^64^](#fn064){ref-type="fn"} Patient groups played a role in securing all of these rights, but as the campaign for the right to access medical records illustrates, the actual formation of legislation in each case was due to a complex mixture of factors.

Organizations like the PA had long believed that 'the patient should have the absolute right of access to his medical notes', but it was Britain\'s obligations under the Council of Europe\'s Data Protection Convention in 1981 that created an opportunity for greater openness.[^65^](#fn065){ref-type="fn"} The convention mandated that individuals should have access to information held about them, leading to the introduction of the Data Protection Act in 1984. The act, however, was unclear about whether or not medical records should be exempted from the principle of subject access, so the DHSS began a consultation exercise with doctors and patient groups. Sections of the medical profession were opposed to giving patients the right to see their records: Dr Maurice Burrows, chairman of the British Medical Association\'s Central Committee for Hospital Medical Services, asserted that '"We are not saying patients should have no access to their records. If a doctor wants to \[allow access\] that\'s okay but we don\'t want to see a legal right to it."'[^66^](#fn066){ref-type="fn"} Patient and consumer groups, in contrast, thought patients should have an absolute right to see their records. In their evidence to the DHSS the NCC stated that 'subjects should have the same access to their personal health data as to any other personal data'.[^67^](#fn067){ref-type="fn"} The Department eventually pursued a middle path, enabling doctors to withhold records from patients if the information contained within them was thought 'likely to cause serious harm' to the physical or mental health of the patient, but a right of access to computerized, and later paper-based records, was confirmed in principle.[^68^](#fn068){ref-type="fn"} The long campaign by patient groups for greater openness in the doctor--patient relationship had clearly paid off, helping to create a sense within the DHSS that patients were entitled to some degree of access to their records.[^69^](#fn069){ref-type="fn"} Whether such legislation would have come to pass without the additional impetus of the European Union directive on data protection, and the tacit support of at least some of the medical profession is, however, open to debate. For patients\' rights to gain legal force, the support of other actors was plainly required.

Legal interpretations were just one way of defining patients\' rights and legalistic notions of rights have often been criticized as being too narrow in focus.[^70^](#fn070){ref-type="fn"} Alternative ways of grounding patients\' rights were available to patient groups at the time, including notions of social rights, consumer rights, and human rights. The idea of social citizenship put forward by T. H. Marshall in 1949 was based around social rights which included the 'right to a modicum of economic welfare and security'.[^71^](#fn071){ref-type="fn"} To an extent, social rights were incorporated within the post-war welfare state, which promised universal access to comprehensive services, but key pieces of legislation, such as the National Health Service Act (1946), were framed around the *duty* of the minister of health to provide a comprehensive service, rather than the *right* of the patient to receive this service.[^72^](#fn072){ref-type="fn"} A more actionable type of rights claim seemed to be provided by the language of consumer rights. As Hilton has suggested, the consumer movement was based on the notion of rights to safety, to be informed, to choose, and to be heard.[^73^](#fn073){ref-type="fn"} The problem for patient groups was that this language of rights was primarily focused on the individual and the protection of his/her interests in the marketplace, which was useful for their work with individual patients, but less relevant to broader, communal goals.

Notions of a collective right to health had deep roots: health was listed amongst some of the earliest proclamations of human rights in the eighteenth century, and during the second half of the twentieth century, health as a human right came to acquire global significance.[^74^](#fn074){ref-type="fn"} The right 'to the enjoyment of the highest attainable standard of physical and mental health' was central to the establishment of the World Health Organization in 1946, and the right to health was confirmed by the United Nations Universal Declaration of Human Rights in 1948, and also the International Covenant on Economic, Social, and Cultural Rights, which came into effect for member countries in 1976.[^75^](#fn075){ref-type="fn"} Following the Alma Ata Declaration on Primary Care in 1978, the international public health movement began to campaign for the right to health on a global stage.[^76^](#fn076){ref-type="fn"} In the 1980s and 1990s, key activists framed the international response to HIV/AIDS within a human rights context.[^77^](#fn077){ref-type="fn"}

Despite a considerable level of activity around health as a human right, it seems that generic patient groups in the UK did not draw explicitly on such an agenda.[^78^](#fn078){ref-type="fn"} Little direct reference to the notion of health as a human right can be found in the papers and publications of patient groups during the 1980s and 1990s, although the human rights discourse did exert some impact on their activities. The notions of informed consent and patient autonomy, for example, were clearly related to a wider understanding of bodily integrity rooted within the language of human rights.[^79^](#fn079){ref-type="fn"} Some of the work of patient groups also paralleled activities pursued by the international public health movement, which were rooted in the right to health, such as the CoH\'s interest in the development of health action areas, its concern with health inequalities, health education, and community participation.[^80^](#fn080){ref-type="fn"} For many patient organizations, however, this collective approach to the notion of patients\' rights sat uneasily alongside other, more individualistic, descriptions. It was often unclear whether such groups were concerned with the rights of the individual patient, or the rights of all patients, as can be seen in the charters and rights guides produced by patient groups. Some texts were clearly addressed to the individual: such as the Which? *Guide to your rights*, and the CA and PA\'s, *A patient\'s guide.* Yet others seemed to concern all patients: as in the NCC\'s *Patients\' rights*, and ACHCEW\'s *Patients\' charter*. Patient groups seemed uncertain whether to place rights in an individual or a collective context, a distinction which had practical, as well as theoretical, consequences. Reconciling an individual\'s right to receive an expensive service, for example, had to be balanced with the collective rights of the wider population within a state-funded health system with finite resources.

Drawing on the language of rights clearly presented patient groups with problems as well as opportunities. Underlying such difficulties was a lack of clarity about the nature of rights being claimed. If the rights advocated by patient groups were not necessarily analogous with legal rights, social rights, consumer rights, or human rights, what kind of rights were they? Without a clear basis, it was uncertain what was being claimed of whom, which left the patients\' rights agenda open to co-option by other actors, most significantly the state, as seen in the production of the Department of Health *Patient\'s charter* in 1991.[^81^](#fn081){ref-type="fn"} Lack of clarity about the nature of the rights being claimed should not, however, obscure its rhetorical power and practical significance. Patients\' rights guides were intended to give patients a sense of their entitlements, and also to act as a form of protection. The vague nature of patients\' rights allowed groups to lay claim to rights that did not yet exist, such as the right to a second opinion, and to make new kinds of demands, particularly as the language of rights began to combine with the notion of choice.

IV {#sec004}
==

The concept of choice was central to the understanding of the rational consumer developed by consumer groups such as the CA, but the meaning of choice, and its implications within the context of health, was open to debate.[^82^](#fn082){ref-type="fn"} For many patient groups, information, rights, and choice were inseparably bound together. The NCC contended that 'Choice and information are the life-blood from which other consumer rights flow.'[^83^](#fn083){ref-type="fn"} Similarly, director of the CoH, Marianne Rigge, asserted that 'Without information there can be no real choice and I hope that the days are long gone when patients were not expected to exercise choice but rather follow the doctor\'s orders blindly.'[^84^](#fn084){ref-type="fn"} Through the trinity of information, rights, and choice, patients would become consumers. Michael Shanks, chair of the NCC, wanted 'consumers to be enabled to stand on their own feet and exercise their rights as individuals. In order to do this, they need to be able to exercise choice in an informed way.'[^85^](#fn085){ref-type="fn"}

As patient groups were quick to point out, however, the capacity for patients to exercise choice within the NHS during the 1980s was very limited. Patients could choose their General Practitioner (GP), but 'It has often been one of the odder mysteries of life in this country that it is very difficult to get simple, factual information about the choice of general practitioners in your area.'[^86^](#fn086){ref-type="fn"} To encourage patients actively to choose their GP, Young proposed introducing a voucher system, whereby all NHS patients would be issued with a voucher to give to their preferred GP each year.[^87^](#fn087){ref-type="fn"} Moreover, choosing a GP was not enough: other kinds of choices for patients were also envisaged. The CoH asserted that 'Active participants in health care must be able to make their own choices.'[^88^](#fn088){ref-type="fn"} The kinds of choices discussed by patient groups ranged from small-scale decisions about peripheral services, such as greater choice of food in hospital, to more significant choices about treatment and service provision.[^89^](#fn089){ref-type="fn"} Central Birmingham CHC, for example, argued that patients should be able to make informed choices about their own health care and the extent to which they wanted to participate in it: 'We believe that a patient should be able to choose whether to hand over all decision-making to the doctor.'[^90^](#fn090){ref-type="fn"} Other kinds of choices were also envisaged: a survey published by *Which?* in 1989 suggested that seven out of ten patients thought it important to be able to choose which hospital to be referred to for specialist treatment.[^91^](#fn091){ref-type="fn"}

At the same time as stressing a need for greater capacity for individual choice, some groups also considered the implications of choice for the wider population. The NCC asserted that it made sense for certain services to be provided publicly because 'the mechanisms of individual choice operating in the market place do not lead to the outcome which best serves the interests of all the individuals who constitute society'.[^92^](#fn092){ref-type="fn"} For services such as health care, where 'provision should be related to need and not payment', the 'individualistic mechanisms of the market' were not appropriate, but that did not mean that choice could not, or should not, be introduced into the NHS.[^93^](#fn093){ref-type="fn"} Instead, the NCC proposed that greater choice be provided by offering variety in services, although this would, it conceded, have considerable cost implications. Choice, the Council suggested, should be provided at the collective, not solely individual, level.[^94^](#fn094){ref-type="fn"} Similarly, whilst groups like Central Birmingham CHC called for greater individual choice, emphasis was also placed on collective representation by arguing that 'The notion of community participation in health care is an idea whose time has come. It is part of a movement towards a more open, democratic way of planning and organising society.'[^95^](#fn095){ref-type="fn"}

Further questions were raised by patient groups about choice and health in relation to publication of the White Paper, *Working for patients*, in 1989 and the subsequent introduction of the internal market in 1990. The critique offered by patient groups pursued two ostensibly contradictory lines: on the one hand, choice was portrayed as potentially damaging, and on the other, that the reforms did not go far enough and that more choice should be made available to patients. Julia Neuberger, chair of the PA, pointed out that, under the new arrangements, there would be a perverse incentive for fund-holding GPs not to take on sicker, and therefore more expensive, patients. She argued that"it will be the case that middle-aged patients will have a greater choice of GP, as will all those categories who use the GP service relatively little. But those who use the service a great deal will be at a disadvantage. They may find it extremely hard to change doctors.[^96^](#fn096){ref-type="fn"}"Young also pointed out that not all patients would be able to make choices all of the time. In an emergency, he suggested, patients would rarely have any choice as to where they were admitted, but 'Patients who are frightened, at their most vulnerable and in pain should be able to feel confident about the quality of care they can expect to receive in *any* \[his italics\] NHS hospital.'[^97^](#fn097){ref-type="fn"} For other groups, it was the nature of choices being offered, and the market-based model in which such choices were to operate, that was problematic. West Essex and District CHC passed a resolution in 1989 expressing concern about what it saw as an 'over emphasis on the market place philosophy' within *Working for patients*, and the lack of democratic accountability inside the new system.[^98^](#fn098){ref-type="fn"}

Such a critique of choice was not necessarily at odds with the stance of the organizations that wanted more choice. Even groups that advocated greater choice did not seem to believe that the choices offered within *Working for patients* were the right ones: indeed, the advocates and critics of choice (as outlined in the White Paper) were often one and the same. The chief criticism was that the reforms did not offer any more choice to patients; indeed, these may actually have limited available choices. Under the new system, so-called 'purchasers' of health care (fund-holding GPs) would be able to control their own budgets and decide on the 'providers' (hospitals) to which their patients should be sent. As a *Which?* report on the reforms noted, the GP, not the patient, would choose which hospital to use, and this decision could be based on budgetary considerations as much as the patient\'s convenience.[^99^](#fn099){ref-type="fn"} For the CoH, 'It is not the patients who will have more choice, but some of the doctors and some of the managers.' As a result 'the White Paper will further enhance not the power of the consumer but the power of the producer and provider'.[^100^](#fn100){ref-type="fn"} In similar vein, Neuberger contended that patients 'have little power to make their views felt, and that although the White Paper claims to be about giving patients choice, they in fact get little more choice in GPs that they have before and considerably less choice beyond that stage'.[^101^](#fn101){ref-type="fn"} The CoH suggested that, instead of bolstering the power of doctors and managers, the NHS should be more responsive to what patients wanted, through mechanisms such as an improved complaints system, consumer audit, and the introduction of standards.[^102^](#fn102){ref-type="fn"}

The vision of the patient-consumer presented by groups like the College of Health would seem, therefore, to have extended beyond the government\'s concept of this figure in two ways. Patient groups wanted more real choice for consumers but, on the other hand, were also aware of the potentially negative consequences of giving patients more choice, especially within a communal system with limited resources. Such a view was underpinned by an understanding of the patient-consumer that was both collective and individualistic: patient organizations were concerned with the information, rights, and choices made available to patient-consumers as a whole, as well as the sole patient-consumer.

V {#sec005}
=

The publication of the *Patient\'s charter* by the Department of Health in 1991 provides a clear indication of the distance travelled by the patient-consumer during Margaret Thatcher\'s term in office. Though the *Patient\'s charter* was the work of Thatcher\'s successor, John Major, it seemed to encapsulate many of the ideas concerning the patient-consumer advanced by patient groups during the 1980s. Indeed, the entire notion of a charter setting out patients\' rights to services and information drew on the model of earlier charters and rights guides produced by patient organizations. The *Patient\'s charter* endorsed seven 'well-established' rights and introduced three 'new' rights. The list of existing rights reformulated existing entitlements for patients (such as the receipt of health care on the basis of clinical need, rather than the ability to pay) into rights, and combined these with additional issues for which patient groups had long campaigned, such as the right to access medical records. The list of new rights established by the *Patient\'s charter* also appeared to reflect the wider activities of patient groups, as these rights related to issues such as the provision of detailed information on health services, including the length of waiting lists, guaranteed maximum waiting times, and the prompt investigation of complaints.[^103^](#fn103){ref-type="fn"}

But the publication of the *Patient\'s charter* was no victory for patient groups. Although the charter appeared to satisfy many demands made by patient organizations during the 1980s, groups were 'suspicious' of the government\'s co-option of their campaigning language, and were dissatisfied with the charter and its contents.[^104^](#fn104){ref-type="fn"} Young contended that the *Patient\'s charter* was a 'great disappointment' that '\[t\]alk about patients' rights will get us nowhere without the means to make the rights effective\'.[^105^](#fn105){ref-type="fn"} According to ACHCEW, the charter should have done 'far more to address important issues at the heart of the health service -- equality of access to health care, the scope for patient participation on the basis of informed choice and the quality of care and treatment'.[^106^](#fn106){ref-type="fn"} The *Patient\'s charter*, with its emphasis on the rights of the patient, rather than the rights of all patients, appeared to be concerned with the individual patient-consumer, not with rights for all.

Such a focus on the individual represented a rejection of the more collective aspects of patient consumerism put forward by patient groups throughout the 1980s and 1990s. Borrowing the tools of information, rights, and choice from patient groups, the Thatcher government and its successors set about creating an individualized patient-consumer designed to operate within increasingly marketized public services. Patient groups began to lose control of the figure that they had created. For patient groups, this was a double defeat. First, the part played by patient organizations in representing patients diminished as alternative, government-sponsored forms of soliciting individual patient\'s opinions (such as satisfaction surveys and citizens\' juries) came to the fore. Speaking for the patient-consumer became a task for government, an irony which suggests that Thatcherism was not so concerned with 'rolling back the state' as reinventing new roles for it. Second, the broader view put forward by patient organizations concerning citizens\' collective entitlements was undermined. The marketization of the NHS that began under Thatcher, but continued under Major, Blair, and Brown, added greater weight to individual choice at the expense of collective voice. Given Thatcher\'s commitment to the individual as an agent of change, and her infamous distaste for society, the failure of patient groups to convince her government of a collective view of the patient-consumer was understandable. Although patient organizations had the ear of policy makers, the contradictory logic of some of their arguments, particularly around the meaning and application of patients\' rights, resulted in a message that lacked clarity. This allowed the government the freedom to pick and choose from the ideas put forward by patient groups. Patient organizations also failed to gain much political purchase: they were never able to mobilize large-scale popular support, and they were forced to occupy a subordinate position, when compared to the medical profession, within the health policy community.[^107^](#fn107){ref-type="fn"}

Yet, the Thatcher government\'s focus on the individual patient was not the inevitable consequence of reconfiguring patients as consumers. The work of patient groups demonstrated that consumerism could draw attention to the needs of the many, as well as the demands of the few. Consumerism was about pursuing basic needs as well as luxuries, as could be seen in the expansion of the global consumer movement which concerned itself with wider issues during this period, such as those surrounding poverty, the environment, and access to pharmaceutical drugs.[^108^](#fn108){ref-type="fn"} Combining consumers\' rights to information and choice with the social rights of citizenship could have afforded the individual a greater say without undermining the security of collective entitlement. Indeed, the collective vision of patient organizations, with their emphasis on the needs of the wider population, never entirely disappeared from the horizon. The NHS remained a national service funded through general taxation, despite some calls to privatize health care.[^109^](#fn109){ref-type="fn"} No doubt this was partly because the general public continued to be deeply attached to the collective nature of the NHS, but even within the Thatcher government there was a reluctance to devolve too much to individual consumers. It was doctors and managers, rather than patients that were empowered to make choices within the internal market, allowing for some balance between the demands of the individual and the needs of the community. Even as the marketization of health services continued apace under successive Conservative and Labour governments, the collective nature of the NHS was also reaffirmed. The *NHS constitution* of 2009, for example, set individual rights and responsibilities in the context of 'guiding principles' which reiterated the collective nature of the NHS and the care that it provided.[^110^](#fn110){ref-type="fn"}

All of this would suggest that the patient-consumer that was made in Thatcher\'s Britain was a malleable figure, bearing the marks of more than one sculptor. That by the 1990s, the government had become the lead artist is perhaps no surprise, but an alternative artwork can be discerned beneath the outline. It is this ghost image that continues to haunt attempts to make the patient-consumer today, as patients and patient groups remake this identity to suit their own ends.
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